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Background: There are an increasing number of centers providing care for adults with congenital heart disease (ACHD), a complex group of 
patients requiring resources to ensure appropriate access to healthcare, insurance and lifelong follow-up. We sought to identify pertinent obstacles 
with respect to health care behaviors encountered in the development of the newly established ACHD program.
Methods: A survey regarding CHD knowledge, insurance type and cardiovascular (CV) counseling was provided to each new ACHD clinic patient (> 
18 years). Demographic data included age, socioeconomic status and CHD severity. Crosstab correlations were performed to identify relationships 
between categorical variables.
Results: We recruited 106 subjects (57% female; mean age 32 ± 11.4 years) from new ACHD clinic patients. CHD complexity was at least 
moderately complex in 85% of the subjects. Overall household income was < $40K for 57% of subjects. Despite lack of prior insurance counseling 
(86%), nearly all subjects had insurance: HMO/PPO (70%) or Medicare (26%). There was a significantly greater number of adults, ages 30-55years, 
with Medicare compared to the national average (p < 0.001). Of the 85% of subjects who reported CHD knowledge, 75% correctly identified their 
CHD. Self-reported CHD knowledge correlated positively with higher education (p = 0.022), higher income (p = 0.04), and HMO/PPO insurance (p = 
0.015). While neither level of education nor income influenced correctly identifying their CHD (p = NS), subjects with HMO/PPO were more likely to 
correctly identify their CHD than those without (p = 0.036). In general, CV and sexual health screening were lacking. Only 2% of males and 26% of 
females reported receipt of screening for erectile dysfunction or contraception/pregnancy, respectively.
Conclusions: This study provides information to the newly established program regarding: (1) education, (2) counseling and (3) insurance. ACHD 
patients require robust ancillary services and special attention to lifelong insurance and counseling. Implementation of a healthcare strategy to 
identify patients’ needs will overcome these obstacles and contribute to the success of the newly established ACHD program.
